Objectives: People with learning disabilities are more prone to a wide range of additional physical and mental health problems than the general population. Our aim was to map the issues and review the evidence on access to health care for these patients. The review sought to identify theory, evidence and gaps in knowledge relating to the help-seeking behaviour of people with learning disabilities and their carers, barriers and problems they experience accessing the full range of health services, and practical and e¡ective interventions aiming to improve access to health care.
Introduction
The term 'learning disability' is synonymous with intellectual disability, mental retardation and developmental disability. What is understood by this term is likely to vary across socio-cultural groups. Few people are identified as 'learning disabled' at birth. In Western cultures the label is often acquired during school years when intellectual development deviates from current concepts or definitions of what is 'normal'. 'Learning disability' is therefore relative to the culture in which a person resides. The term is used in this review to signify significant intellectual impairment and deficits in social functioning or adaptive behaviour (basic everyday skills) that have been present from childhood. 1 UK prevalence of learning disability, based on this definition, has been estimated at 230,000-350,000 people with severe learning disabilities (0.3-0.6% of the general population), while that for people with mild learning disabilities has been estimated at 580,000-1,750,000 (1-3% of the population). The lower of the latter figures represents those with mild learning disabilities known to service providers. 1 People with severe learning disabilities are reliant on carers to assist them with daily living and, in the UK, are almost certainly known to statutory service providers. However, this is not the case for people with mild learning disabilities. The stigma attached to the label acts as a strong disincentive to seek assistance for those able to manage their lives without outside intervention. The publications reviewed here address the experience of people known to statutory services.
People with learning disabilities are more prone to a wide range of additional physical and mental health problems than the general population. For example, people with Down's syndrome have increased risks of heart problems and hypothyroidism. In addition, the incidence of health problems increases with severity of disability. [2] [3] [4] The health problems of people with learning disabilities are often unrecognized and thereforego untreated.
The closure of long-stay hospitals for people with learning disabilities in many industrialized countries has generated new demands on mainstream community health services. In England, policies 5, 6 emphasize the provision of equitable health services to the whole population. Similarly, policy for learning disability services 7 stresses that these patients should make full use of mainstream services (with appropriate support).
It is therefore important to establish the extent to which people with learning disabilities living in the community can successfully access mainstream health services, the barriers to doing so and the effectiveness of initiatives to overcome them.
The term 'access' is used in two ways: to have access where a physically accessible service exists and to gain access where a service is successfully used. Gulliford et al. developed a model to illustrate the interaction between factors affecting access to health care. 8 However, people with learning disabilities have difficulty identifying signs or symptoms requiring medical attention, forcing them to rely on family or paid carers. The model was adapted to describe more fully factors that affect access to health care for people with learning disabilities (Figure 1 ). This model provides the conceptual framework for our literature review.
The model shows that the health of people with learning disabilities may be affected by a range of personal and social factors, such as level of disability and social deprivation. Learning disabilities affect individuals' capacities to recognize and communicate health status and so identify needs. Access often depends, therefore, on the skills of a third party in recognizing and interpreting the person's behaviour as indicating distress or illness. The organization of health care determines whether individuals have access to services, that is, the availability of appropriate services to meet wide-ranging personal circumstances. Unlike the general population, however, third parties constitute an additional factor affecting access to services by people with learning disabilities as they are likely to be involved in obtaining appointments, providing escort or transport and facilitating communication with health professionals. Access to regular health screening and surveillance is important to ensure appropriate access to both primary and secondary health care for this group, particularly where their disability carries associated risks of certain illnesses. 9 Entry (first contact) health care services are those to which individuals may refer themselves and require no professional assessment to determine access. These provide a gateway through which people may gain access to secondary and continuing health services. Their role as both service providers and gatekeepers means that they are of particular importance when considering access. Continuing health care is usually provided on referral from a health professional. The long-term health problems experienced by many people with learning disabilities mean that they are more likely to use these services than able-bodied patients. Health professionals themselves are therefore more likely to be involved in detecting additional symptoms and problems and making referrals to other services.
The aims of the review were to identify theory, evidence and gaps in knowledge relating to: the help-seeking behaviour of people with learning disabilities and their carers; barriers and problems people with learning disabilities experience in accessing the full range of health services; practical and effective interventions that aim to improve access to health care by people with learning disabilities.
Methods
The review was conducted between June 2002 and May 2003. Established methods for conducting literature reviews were used as a source of best practice and adapted to the needs of the diffuse and multidimensional topic of access. 10 A three-strand approach was adopted, involving: searches of electronic bibliographic databases, a consultation exercise and a mail shot to researchers and learning disability health professionals.
Inclusion criteria for initial searching included: English language literature published from 1980 onwards, countries that have a similar health system to the UK, people with learning disabilities of any age, any study design and covering one or more dimension of the access model.
Bibliographic database searches
Searching used both natural language and thesaurus approaches to identify relevant literature. This allowed for inconsistencies in the indexing practices of bibliographic databases, while balancing the need for sensitivity and specificity. The electronic databases, libraries and websites searched are shown in Box 1.
Additional references were also identified by checking the citations of relevant papers (snowballing). However, this only began in the later stages of the project, once critical appraisal and evaluation had begun and therefore full texts were only obtained if they were easily accessible.
Consultation
Literature searching was supplemented by a consultation exercise to map the issues important in access to health care for people with learning disabilities. This comprised two main elements: consultations with representatives of relevant national organizations and experts; and discussion groups with people with learning disabilities, and family and paid carers. These consultations helped to refine terms for further literature searching, inter alia highlighting gaps where research is needed.
Mail shot
A mail shot to 300 relevant researchers and health professionals was used and 57 responded with literature unlikely to be included in electronic databases. Ten of these publications were considered potentially relevant to the model guiding the review. 
Inclusion/exclusion criteria
A process of funnelling identified the core set of relevant publications to include in the review. 11 Initial inclusion criteria were continually refined in response to issues arising from the identified literature and comments from consultants. A flow chart showing the progress of the 2221 references identified through the funnelling process is included in Figure 2 .
Evaluation
As the literature on access to health care is diverse in its methodology, a flexible quality evaluation tool was designed, 12 based on previous work. 13, 14 It was capable of adapting to a diversity of methods by employing relevant criteria, depending on whether the study had a quantitative, qualitative or mixed method focus ( Table 1) .
Eighty-two studies were fully evaluated (15 qualitative, 62 quantitative and five mixed methods). These included 70 British, six Australian and two New Zealand publications, as well as one publication from each of Ireland, Canada, the US and Israel, the latter two covering identification of need rather than services. Five papers were rated highly rigorous, 22 rigorous, 46 less rigorous and nine poor. Papers rated poor were included in the synthesis where they addressed issues not covered in more rigorous studies, but their limitations were noted. Distribution of papers across Copies of search strategies are available from authors on request the model and innovations aimed to improve access are shown in Table 2 .
We identified considerable literature on improving the health status of people with learning disabilities in which access to health care was a fundamental component. However, much of the literature that initially appeared relevant was often only marginally or implicitly related to access, focussing instead on practice issues or guidelines to care. Table 2 indicates the lack of high-quality research in this field. Most Quantitative evaluation 1. Literal notation of findings 2. Judgement on rigour of findings based on whether connects with existing research or generates new knowledge, confounding and generalizability 3. Heuristic notation of finding, i.e. relationship of findings to model noting issues of specific relevance to review and other comments Qualitative evaluation 1. Literal notation of findings 2. Judgement on rigour of findings based on whether connects with existing research or generates new knowledge, theoretical adequacy, transferability 3. Heuristic notation of findings, as above Mixed methods evaluation Quantitative and qualitative sections completed, then additional criteria considered 1. Are quality criteria for quantitative and qualitative elements met 2. Are parts of the study adequately integrated
4: Final rating
Ratings of methodological and theoretical rigour overall 1 Highly rigorous, 2 Rigorous, 3 Less rigorous, 4 Poor Continuing access Specialist outpatient clinics -
*Totals exceed number of papers as some address more than one area of the model. evidence focused on identifying unmet health need and GP services. Evidence in other areas was scant.
Results
Although this review aimed to identify theory on, as well as barriers to, access to health care for people with learning disabilities, we found no studies that addressed the theoretical underpinnings to access for this group. Findings are presented under headings used in the model (Figure 1 ) that guided the review. Evidence cited arises from research conducted in the UK unless otherwise stated.
Identification of health need
A substantial volume of literature on unmet health needs was reviewed, less than a third of which was rigorous or highly rigorous. Several studies (including both more and less rigorous research) demonstrated that between 72% and 94% of people with learning disabilities had one or more unmet health needs. 15, 16 High levels of unmet needs imply that people with learning disabilities and carers have difficulty identifying health needs. Two studies on identification of need by people with learning disabilities themselves suggested that they may have poor bodily awareness 17 and depressed pain responses. 18 Either of these factors can affect timely responses to physical symptoms. In addition, limited communication skills may reduce capacity to convey identified health needs effectively to a carer.
Carers therefore play a central role in the identification of health need for many people with learning disabilities. However, they may have difficulty in recognizing expressions of need, particularly if the person concerned does not communicate orally. 19 Long-term relationships between a carer and a person with learning disability can assist identification of need because such continuity allows the carer to recognize changes from normal health status. 20 However, despite long-term relationships, carers may still fail to recognize changes in health, particularly those that occur gradually, such as deterioration in sight and hearing. 16 Seeking access to health care is only one among a number of possible responses to health needs a carer may adopt. 21, 22 Carers may be reluctant to seek help for what they consider trivial complaints, 2 or where they consider the person would not benefit from an intervention; for example, in relation to sight testing for a person who does not read nor interact with others. 3 Carers therefore can also constitute a further barrier.
A limited literature suggested that people with learning disabilities from ethnic minorities do not access services to the same extent as their white counterparts. 23, 24 Sham suggested that among Chinese families, cultural beliefs about the nature of disability and illness may lead to reluctance to accept diagnoses of western medical practitioners, which affects their willingness to seek help. 25 
Organizational barriers to access
A substantial literature was identified covering a wide range of health services; however less than a quarter of studies were rigorous or highly rigorous. Shortage in the provision of mental health services was evident 26 and physical access barriers affecting a range of services were highlighted. 27 Signs and notices in health settings were problematic for people with learning disabilities, low literacy levels or sensory disabilities. Need for adequate provision of communication aids, such as induction loops, was identified. 27 Research investigating the organizational barriers experienced by patients and carers from ethnic minorities found that variability in the availability of interpreters and link workers during consultations created difficulties. 23, 25 Problems were reported due to interpreters lacking competence to translate complex medical information. 25 Evidence suggested that where the organization of services fails to take account of the needs of parents and their children with learning disabilities, willingness to approach services may be affected. For example, parents embarrassed by the behaviour of their child in waiting areas may be reluctant to seek health advice. 2 A small amount of less rigorous literature indicated that a lack of interpersonal skills in working with people with learning disabilities among mainstream health care staff also affects the willingness to seek help. People with learning disabilities may think that their complaints are not taken seriously 27 or that staff are judgemental about their capabilities. 28 Some parents feel that their concerns about their child's health are not taken seriously when health professionals attribute symptoms to learning disability rather than a medical condition (overshadowing). 29 Evidence was sought on organizational barriers to accessing screening programmes. A small amount of literature was found on cervical screening and mammography. This evidence suggested that not all eligible women with learning disabilities were invited to attend and inappropriate means were often used to inform those who were. 30 Assumptions on the part of general practitioners and carers about the appropriateness of screening more severely disabled women resulted in failure to invite and non-attendance. 31 Entry (first contact) health care A small but significant quantity of evidence was found on entry health care, almost half of which was rigorous or highly rigorous. This suggested that, overall, people with learning disabilities may access general practice and dental surgeries less frequently than the general population or other vulnerable groups [32] [33] [34] A range of barriers were identified as affecting a GP's ability to provide an effective primary care service, including communication difficulties, time constraints and examination difficulties. 15 Difficulties with communication and examination were also found in the only study identified on access to optometry. 35 There was substantial agreement among GPs that they are responsible for the day-to-day health care of people with learning disabilities. [36] [37] [38] However, GPs in an Australian study 15 felt that they lacked backup to work with people with learning disabilities and were restricted by secondary care not geared to meet the needs of this group.
Audits of preventive health care using GP records suggest that people with learning disabilities are less likely to receive it. 33, 36 The considerable challenges faced by GPs in providing health care for a presenting condition may mean that opportunities to undertake preventive work are being missed. 36 
Continuing health care
Evidence on access to continuing and secondary health care was slight, particularly in view of the wide range of health services potentially involved. Only mental health services were covered in more than two studies; these suggested that people with learning disabilities had difficulties in accessing specialist mental health care. Two studies suggested a lack or inappropriate provision of mental health services to people with learning disabilities. 39, 40 Those from South Asian communities in the UK were shown to have fewer contacts with psychiatrists than those from white communities, despite similar levels of need, 24 suggesting a double barrier. Studies on the presence of mental illness in older people with learning disabilities also found significant unmet need, suggesting that carers have difficulty in recognizing symptoms of mental illness, particularly depression and dementia. 26 There was also evidence that carers were aware of symptoms but failed to recognize them as indicating mental illness. 26 An evaluation of access to specialist services following a health check found that referrals to mental health services were not as successful as those to physical health services. 40 Some carers disagreed that the person should be referred to psychiatry, believing that a referral to primary care was more appropriate.
One study reported 78% of paid carers found that access to specialist mental health services was good. 41 In another study, most participating mainstream psychiatrists, psychologists, senior nurses and managers reported that local clinical provision for people with learning disabilities and mental health needs was provided by specialist learning disability services. 42 They reported learning disability services as easier to access than mainstream mental health services. The perception of mental health care as the responsibility of learning disability services suggests some vagueness over the boundaries between mental health and learning disability health services. Current policy in England promotes the use of mainstream services by people with learning disabilities. However while the label 'learning disability' may endow entitlement to specialized services, it appears to create difficulty in referring to closely related disciplines. Consequently, if specialist learning disability services do not provide mental health care, access to mainstream psychiatric services may be problematic.
This review aimed to reflect the multi-faceted nature of access to health care services, but was constrained by the available evidence. The literature on continuing access to health care was highly fragmented, focusing on specific issues such as ethnic minorities, or mental health care. This disjointedness also reflected the few studies identified. However, we have endeavoured to integrate these into the overall model.
Interventions aimed at improving access to health care
Sixteen studies describing or evaluating interventions aiming to improve access to health care were reviewed, less than a third of which were rigorous. Only one study tackled communication barriers. This pilot study evaluated a communication aid and training package for people with learning disabilities, aiming to improve their knowledge of their bodies and how to use general practice. 43 Knowledge improved but skills were poorly retained in the longer term because most participants had no occasion to use them.
Another initiative aimed to support GPs with a prompt card kept with patients' records. 44 The card listed support services available and evidence-based health issues important in providing health care to people with learning disabilities. However, after the trial period there were no differences between experimental and control groups in preventive health care or referrals.
Most evidence on interventions designed to improve access described health check programmes. 40, 45, 46 These primary-care-based checks involved GPs, practice nurses and/or community nurses in learning disability. High levels of unmet need were uncovered, suggesting that health checks are effective in overcoming barriers raised by difficulties in identifying and/ or communicating health need by people with learning disabilities or their carers. Only two studies evaluated the success of such initiatives in improving access to services. One reported that carers felt the health of the person they cared for had improved, although not all referrals to services recommended were acted upon. 46 Another study found referrals to psychiatric services did not facilitate access to the service, at least in the 12 months following the check. 40 The research suggests that where a carer determines access they must be convinced that the intervention is necessary, otherwise referrals may not be followed through due to barriers such as difficulties in arranging transport to, or problems using, health services. Staff shortages among paid carers, or behavioural challenges on the part of the person with learning disability, may also provide strong disincentives to pursue 'unnecessary' health consultations. In addition, organizational barriers to access, manifest in shortages of provision such as those apparent in mental health care services, may result in low priority being accorded to those referred through screening. Finally, two studies described walk-in clinics for people with learning disabilities. One clinic focussed specifically on mental health needs and accepted referrals from family or paid carers. 47 The second was a general health clinic run by a nurse. 48 It was reported to be well used and to identify and remedy need. These studies were the only ones identified describing this type of innovation, but were methodologically poor. Consequently, it was not possible to determine how effective these services were in improving access. However, recent policy in England 7 recommends that people with learning disabilities use mainstream services with appropriate support. This suggests that such segregated services are unlikely to be promoted.
Discussion
Reviews of this sort share a basic difficulty in identifying all the available literature. In this review, consultation and mail shot strategies supplemented conventional search strategies in an attempt to overcome barriers to identifying literature. The fact that we were unable to identify literature covering all aspects of our model does not necessarily mean that it does not exist, but omissions should be minimized. Nevertheless, consultations with people with learning disabilities, family and paid carers and national organizations of and for people with learning disabilities suggested a number of gaps in research. These related to barriers and facilitators to access to health care for people with learning disabilities, both before and after a formal demand for health services is made.
Factors operating outside health services
Carers are central to identification of need and support in accessing health care, as noted above. They are intimately involved in communication and negotiation with health professionals on issues regarding the health of the person they care for, and consequently have a profound influence on the provision of health care for these patients. Research is currently lacking on the role of and support needed by, carers in facilitating access to health care for this group.
We found no evidence on access to health care for people living in segregated settings such as village style campuses or medium secure units. Our consultations suggested that issues needing investigation include the use of on-site, as opposed to community, health provision and co-ordination between these two sectors. Little evidence was found on access to health care for people from ethnic minorities, despite the suggested higher prevalence of learning disability among some ethnic minority populations such as the South Asian community. 49 Consultation also highlighted the role of professionals in facilitating access to health services. In particular, it was reported that a common route to health care services for children with severe learning disabilities is through the nurse based at their special school. However, we found no research on the role of school nurses in accessing health services, nor any evidence on the role of other day-care workers in access to health care.
This review sought evidence on access to health care across the life span, but little was found on access to health care for children and only two studies related to older people with learning disabilities. People with learning disabilities are now surviving into old age 50 and therefore there is a growing need for research into access to health care services for older people.
Factors within health settings
Evidence on access to health services other than general practice was very limited. We found no evidence on the experiences of, or barriers faced by, people with learning disabilities in accessing audiologists and only one study on opticians. This is a serious omission given the high levels of sight and hearing problems among people with learning disabilities. There was almost no information on access to accident and emergency departments, nor to the wide range of continuing and specialist health care services apart from mental health and this was inadequate.
A theme throughout both the research evidence and the consultations was the effect that lack of interpersonal skills in caring for people with learning disabilities, among the mainstream health care workforce, had on willingness to access health care. Infrequent contact and reliance on carers for practical support appear to have generated perceptions by some people with learning disabilities that their health complaints are not taken seriously and by carers that people with learning disabilities are treated as second-class citizens. We found no research on the effect of health professionals' knowledge of, or attitudes towards, people with learning disabilities on their access to health care, or how to support staff to promote positive attitudes and practices in working with these patients.
It is crucial that people with learning disabilities gain access to effective consultations in general practice and, through them, appropriate timely referrals. The literature identified a number of barriers to effective GP care, including communication and examination difficulties and time constraints. However, apart from the prompt card, 44 we found no research on initiatives aimed at overcoming these barriers.
Consultation with learning disability services revealed that they do a great deal of work helping people with learning disabilities to access mainstream health services. However, we found no research on this facilitative role or on ways these health professionals may support their mainstream colleagues in providing health care to this group. Specialist learning disability professionals potentially have an important role in enabling the mainstream health care workforce to become experienced and confident in providing care to patients with learning disabilities.
Conclusion
In the UK, policy for people with learning disabilities recognizes that for them to make full use of mainstream health services some support or accommodation will be necessary. Having and gaining access not only require that the full range of health services is available to people with exceptional needs, but that they are responsive to them. Changes in mainstream health care provision, such as adoption of patient-centred care, can address the needs of this group. However, this will only be achieved if the mainstream workforce is experienced and confident in caring for these patients.
Current policies 6 in the UK aim to improve patient involvement within health services. However, it is not clear how these will include people with learning disabilities and their advocates as participants. These patients are among the most challenging for whom to design and deliver services. Their participation in initiatives of this type can prompt service improvements that will benefit people with a wide range of disabilities. Inclusion requires proactive and supportive approaches to ensure that the views and experiences of people with learning disabilities are heard and their health needs met.
